Providing Personal Care to students with a disability studying within higher education 


Personal care and students with a disability


The aim of this paper is to “brief” the Department for Education and Skills (DfES) and other relevant stakeholders on a number of issues related to providing personal care for students with a disability within higher education.�


Students who need personal care support are usually those individuals who are defined as a person with a disability under the Chronically Sick and Disabled Persons Act (1970).   These individuals would usually require some personal care regardless of whether they were living with their family, or in full time employment, or in education.


It is acknowledged that a wide range of personal care is required throughout the country, which could range from one student requiring just a few minutes or one to two hours of personal care per day, to another student needing twenty-four hour care support involving a team of carers.   Most Institutions have only very small numbers of students needing personal care in any one year, hence even Disability Officers (DOs) may have relatively little experience in this area.


When addressing these scenarios, Social Services Departments (SSDs) employ a varied approach.  Some Social Services Departments are willing to pay for whatever personal care is needed and it is arranged through a local personal care agency or a volunteer organisation such as Community Service Volunteers�.   


Other Social Services Departments have claimed that the Institution where the individual is studying should provide the personal care support.  They expect the Institution to become a “registered provider” of personal care, which may be wholly unrealistic if there are small numbers of students needing care. 


Two main aspects of personal care need to be considered: 


Personal care to be provided in residential accommodation attached to the campus, so that the student can maintain his “everyday activities”, e.g. bathing, dressing, food preparation and eating, etc [referred to as residential personal care].


Personal care requirements during the academic day, while actually on campus, e.g. toileting, assistance with transfers to and from a vehicle/wheelchair.  [referred to as personal care on campus].


The issues facing students who require personal care support whilE at University


Issue One


The first difficulty can occur in establishing precisely who has the responsibility for paying for personal care: Institutions with long experience are aware that this should be the student’s “home area” SSD, rather than the SSD local to the institution (hereafter ”local SSD”).  However it is not unusual to find that home area Social Workers (SWs) with little or no previous experience of disabled students in Higher Education try to claim that the local SSD should be responsible.  This misunderstanding by the SSDs results in the applicant’s being “bounced” between the two SSDs and, consequently, delays for the Institution/student in arranging the care, which may adversely affect the student’s studies and the workload of the Institutional Disability Service.


A similar issue may arise in funding additional equipment (e.g. ceiling hoists) or making adaptations to existing residential facilities - especially where HEIs may not be capable of accessing funding before a student is registered, but the student cannot risk registering until the domestic facilities are in place. 


Recommendation 1


 A clear guidance document from the Department of Health [DoH] indicating exactly where the financial responsibility lies would be helpful. This document would be aimed at the relevant stakeholders such as prospective students, parents, Social Services Departments, Higher Education Institutions (HEIs), Local Education Authorities (LEAs), other funding bodies and Disability Organisations.   Further recommendations for content of this document appear below.


Issue Two


The next issue which can arise is a difference of opinion between the parties (applicant, their parents, SSD and DO) concerning the amount of care (number of hours per day/week) which this individual will require, particularly as in many cases it has been provided by parents up to the departure for HE and so there may be no formal record of how much care has been necessary.  SSDs often argue that their assessment indicates that the applicant “only” requires (e.g.) one hour of care in the morning (for bathing, dressing and breakfast, etc.) plus a brief period for lunch and a longer period in the evening (for meal plus undressing etc).     For some applicants this is undoubtedly correct, usually because they have the individual capacity to manage some tasks without assistance, and hence they can manage for the periods between care sessions.  However for others their impairment is actually more severe.   If the applicant is, in fact, not able to go to the toilet or not able to get even a glass of water or an item dropped on the floor, then despite superficial appearances the person is likely to need a much greater number of hours of care.  It would not be reasonable to leave them in a position where they might be thirsty and unable to get a drink, or need a toilet at some unpredictable time.   In these latter circumstances a longer period of care is often necessary, “just in case” assistance is needed. 


A part of the issue is that the Institution must feel confident that their responsibilities (especially a general “duty of care” which applies to all students) will be met.   In particular, it is not appropriate for the Institution to assume that other “non-disabled” students will help out when the carers are not scheduled to be present, as it may not be appropriate to assign that role to the other students.   


This type of discussion can occasionally lead to issues about who will cover any costs (over and above those identified by SSD as being necessary) which the Institution feels are necessary to meet its obligations.


Recommendation 2: 


Guidance from the DoH / DfES would be helpful concerning where the responsibility lies for paying the costs of residential personal care and how such issues should be resolved.


Issue Three


The next issue to arise usually concerns who will provide the personal residential care, and how this will be organised.    Some SWs have quite fixed views on how this should be achieved, others are more inclined to the view “however you choose to organise it, this is the budget available”.   In part this issue also depends on whether the applicant has strong views concerning who should provide the care and whether they have chosen to opt for “Direct payments”.   There is a range of options:


Either the applicant or their SSD or the Institution can contract an external personal care agency to provide the support identified.


The Institution can employ its own care team(s).


The student can employ their own choice of care worker directly.


The SSD or the Institution or the student can recruit “volunteers” through a national organisation such as Community Service Volunteers.  Note: this is NOT a cost-free option as the volunteers receive on-campus accommodation and some living and travel allowances; plus there is an arrangement fee to the organisation.  It can be a relatively flexible means of providing a personal care arrangement – though not suitable where needs are complex, as volunteers are untrained.


Recommendation 3:


It would be helpful to Institutions (where DOs do not always have choice about how their Institution provides care, since this has been decided by others) if the DoH could produce guidance which recognises that there is a range of options for the provision of care and that these should be considered carefully.


Issue Four


As in other settings where personal care is arranged for individuals, it can sometimes be difficult to obtain care arrangements at the times which students would prefer: e.g. many staff are unwilling to attend late in the evening for a short period (for bed preparation) and applicants may therefore find that they are informed that they will have to go to bed at a certain (relatively early) hour each night, or at a fixed time every night, regardless of other factors.    This is particularly unacceptable to those who wish to join their peers in social activities etc. which are an important aspect of life in Higher Education.   Experience has shown that this issue can often be resolved by offering higher rates of pay for those unusual or flexible hours arrangements, but here again SSDs may have fixed views about what they will or will not cover and what is or is not appropriate.


Recommendation 4:


It would be helpful to Institutions if the DoH could produce guidance which recognises a flexible approach to the provision of evening care.  The guidance should acknowledge that though this may incur higher costs, the possibilities should be considered carefully in order to ensure that students’ wishes and their right to a comparable experience to their peers’ (in social activities as well as educational ones) are recognised.


Issue Five


Clarification needs to be provided in the issue of who has responsibility for actually providing (as distinct from paying for) the personal care to enable a student to access the curriculum during the academic day. 


Currently some SSDs feel HEIs should require academic support workers (who usually provide note-taking or library assistance, for example) also to undertake personal care tasks such as repositioning the individual student within their wheelchair and assisting the individual to eat.   However many support workers are reluctant to undertake such personal care activities; besides, undertaking such work imposes additional training requirements (e.g. “manual handling”).


While many HEIs have systems to provide the academic support, there is a concern about whether or not institutions are required to provide personal care, as well as whether they have staff who are appropriately qualified or experienced in providing personal care. 


Since the introduction of the Disability Discrimination Act Part IV, some SSDs seem to believe that institutions should take on board the responsibility for providing personal care because it is deemed, in their opinion, to be a “reasonable adjustment”.  However, the DDA IV and accompanying Code of Practice are not specific on this point. 





Recommendation 5:


The DfES / DoH should provide a clear guidance document for the relevant stakeholders to cover:


Who has the responsibility for providing the funding to enable a student to receive personal care and access the curriculum while on campus during an academic day? Is it the student’s SSD, the HEI or the LEA through the DSA scheme?


Who has the responsibility for actually recruiting, employing and supervising an appropriate personal carer?  Does the duty fall on either the SSDs or the HEI?  If so, can the SSD / HEI sub-contract the responsibility to a personal care agency?  How is all of the above affected if the student has selected Direct Payments?


Who has the responsibility for providing the appropriate training e.g. manual handling for the support worker? 


Issue Six 


The sixth issue which needs clarification is what should happen if the care needs of the student increase over the academic year?  E.g. the original assessment may have been too optimistic, or the student may have a change in their health, or they may find that if studying they simply do not have time to do other mundane tasks.  When HEIs have raised this issue with SSD’s they seem reluctant to believe that there is a change in need and that the funding should be provided. 


Recommendation 6:


There is a need to provide clearer guidance to all relevant stakeholders in these areas:


What should they do if a need for more (or less) personal care is highlighted during the academic year?


Who should provide the additional funding, in the short and long term, to meet the need for the additional personal care?


Who has the responsibility for providing the additional personal care?





Issue Seven


There is need for guidance as to what should happen if personal care simply cannot be provided to support a student with a disability at their selected institution. This may occur for various reasons such as:


local care agencies may not be able to provide the personal care support or


It is not possible to provide a care worker(s) by other means. 


Where this has happened, some SSDs believe that the responsibility falls on the institution to provide the personal care support, regardless of their inexperience and lack of preparedness for this role, with little support through funding or training to meet this new responsibility. 


Recommendation 7:


The guidance to stakeholders should comment on what action could be taken if it is difficult to provide personal care support to enable an individual to undertake a course at a selected HEI.


Summary of recommendations:


Recommendation 1�
A clear guidance document from the Department of Health [DoH] indicating exactly where the financial responsibility lies would be helpful. This document would be aimed at the relevant stakeholders such as prospective students, parents, Social Services Departments, Higher Education Institutions (HEIs), Local Education Authorities (LEAs), other funding bodies and Disability Organisations.   Further recommendations for content of this document appear below.


�
�
Recommendation 2 


�
Guidance from the DoH / DfES concerning where the responsibility lies for paying the costs of residential personal care and how such issues should be resolved, would be helpful.


�
�
Recommendation 3:


�
It would be helpful to Institutions (where DOs do not always have choice about how their Institution provides care, since this has been decided by others) if the DoH could produce guidance which recognises that there is a range of options for the provision of care and that these should be considered carefully.


�
�



�
�
�
Recommendation 4:


�
It would be helpful to Institutions if the DoH could produce guidance that recognises a flexible approach to the provision of evening care.  The guidance should acknowledge that, although this may incur higher costs, the possibilities should be considered carefully in order to ensure that students’ wishes and their right to a comparable experience to their peers’ (in social activities as well as educational ones) are recognised.


�
�
Recommendation 5:


�
The DfES / DoH should provide a clear guidance document for the relevant stakeholders to cover:


Who has the responsibility for providing the funding to enable a student to receive personal care and access the curriculum while on campus during an academic day? Is it the student’s SSD, the HEI or the LEA through the DSA scheme?


Who has the responsibility for actually recruiting, employing and supervising an appropriate personal carer?  Does the duty fall on either the SSDs or the HEI?  If so, can the SSD/HEI sub-contract the responsibility to a personal care agency?  How are these issues affected if the student has selected Direct Payments?


Who has the responsibility for providing the appropriate training e.g. manual handling for the support worker? 


�
�
Recommendation 6


�
There is a need to provide clearer guidance to all relevant stakeholders in these areas:


What should they do if a need for more (or less) personal care is highlighted during the academic year?


Who should provide the additional funding, in the short and long term, to meet the need for the additional personal care?


Who has the responsibility for providing the additional personal care?


�
�
Recommendation 7:


�
The guidance to stakeholders should comment on what action could be taken if it is difficult to provide personal care support to enable an individual to undertake a course at a selected HEI.


�
�



Conclusions


Through the relevant Government Departments’ providing clearer guidance on where the boundaries lie between Social Services’ responsibility to the student, the DSA funding to the student and the HEI’s responsibility to the student, we believe students with a disability will be better able to access the higher educational environment. 


� This paper has been produced by the Southern Higher Education Consortium (SHEC). which consists of the Disability Officers from a number of institutions on the south coast who come together on a regular basis to discuss disability and higher education issues. Institutions that make up the SHEC group are Bournemouth University, University of Southampton, Southampton Institute, University College Chichester, University of Surrey, University of Portsmouth.





� There is a cost in having volunteers but it can be lower than other forms of support.  However cost is not the only issue, volunteers may not have all of the necessary skills, etc.
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